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Abstract  
 
Purpose: Transition to adult health and social-care services is a time of great uncertainty for young 
adults with life-limiting conditions; due to improved management, many who would have previously 
died before they were 18 years old are now surviving into early adulthood. Nevertheless, few services 
exist to meet their specific needs for specialist short breaks away from home. The purpose of this 
research was to determine the views and perspectives of young adults parents/carers and staff 
engaged with a purpose-designed, pilot short-break service for 18-24 year olds with life-limiting 
conditions. Data were gathered through qualitative individual or focus group interviews involving two 
young adults, four mothers and fifteen health or social-care staff associated with the service. Data 
were analysed using Framework Analysis.  
 
Principal results: Emergent themes: (i) The need for a specialist short-break service; (ii) Decision 
making when using or delivering the service; (iii) Challenges of staffing and financing the service 
(iv) 0HHWLQJ\RXQJDGXOWV¶FRPSOH[QHHGVDQGSUHIHUHQFHV (v) Suggestions for how to improve the 
service 
The young adults described how they benefitted from access to specialist, age-appropriate, on-site 
clinical skills facilities and opportunities to socialise with peers. Mothers said they benefitted from time 
alone or with other family members in the knowledge that the specialist short break service met the 
needs and preferences of their child as they made the transition to adult services. However, all 
participating mothers and staff expressed concern about the future well-being of young adults when 
they left the service at 24 years old. 
Major conclusions: This study provides new information to inform ongoing development of short-
break services for the increasing number of young adults with life-limiting conditions who are surviving 
longer than they would previously have done. This will help to ensure that UK services are responsive 
WRXVHUV¶QHHGVDQGSUHIHUHQFHV 
Key words: Life-limiting condition, Life-shortening condition, young people, young adult; transition, 
short-breaks 
  
1.  Introduction: 
Globally, growing numbers of young people with life-limiting, progressive conditions are surviving into 
adulthood, with a reported increase in the United Kingdom (UK) of 44.8% between the years 2000 
and 2010 (1, 2). However, there has been little corresponding health and social-care service provision 
for these individuals (3). For young adults with life-limiting, progressive conditions and their healthy 
peers, emerging adulthood is a distinct period demographically, subjectively, and in terms of identity 
explorations. Yet for those with life-limiting, progressive conditions, around the time they make the 
transition to adulthood and from child to adult-health and social-care services their conditions often 
reach a critical point with significant deterioration in their overall wellbeing that requires even more 
intervention from clinical specialists. The stress and uncertainty associated with this period of 
transition often also has a negative impact on the wellbeing of the entire family (4-12).  
 
In the United Kingdom (UK) therefore, the Transition Support Programme for young people with life-
limiting conditions, was initiated with the aim of raising transition standards (13). In line with this 
programme, in 2011, a pilot short-break service for young adults aged 18±24 years with life-limiting 
FRQGLWLRQVKHUHDIWHUUHIHUUHGWRDVµWKHVHUYLFH¶ZDVHVWDEOLVKHGLQWKHQRUWKHDVWRI(QJODQGLQ
association with, and located beside, an adult hospice. The service is located within an existing short-
break service for children and young people (CYP) with life-limiting conditions. The service was 
developed in response to concerns expressed by and on behalf of young people who became 
ineligible to access the CYP service once they reached 18 years of age. Informal reports from families 
and professionals also highlighted that because no suitable service existed for those aged 18 years or 
over, they either received inappropriate services (for example temporary placement in elderly-care 
wards) so that their parents/carers could have an urgent respite break, or received no service at all 
and spent most of their time at home with their parents. These reports reinforced grave concerns 
H[SUHVVHGLQDTXDOLWDWLYHVWXG\RISDUHQWV¶DQGWHHQDJHUV¶YLHZVRQWKHUHFHQWly established CYP 
short-break service that was conducted by the current team. The prior study is reported elsewhere 
(14) but in brief, interviews with teenagers and parents to determine their views of the CYP service, 
identified three key themes: (i) accessibility and communication; (ii) needs and boundaries; and (iii) 
shaping the service. Teenagers using the CYP service enjoyed regular planned residential breaks, 
access to skilled staff and bespoke facilities to support their clinical, emotional and social needs, 
opportunities to meet others with life-limiting conditions and fun time away from home. As  a 
consequence parents experienced peace of mind, a regular planned break from care-giving, and 
opportunities to meet other parents in a similar situation and to spend exclusive time with their other 
children. The study concluded that if specialist short-break services became part of the national range 
of services available, children and teenagers with life-limiting conditions and their families could all 
benefit significantly.  However,  parents highlighted an urgent need for purpose-designed short-break 
provision after their child reached 18 years of age (14).  
 
Subsequently, funding was obtained to develop and deliver the service, thereby providing regular, 
planned short breaks for young adults aged 18 -24 years with life-limiting conditions, after they leave 
FKLOGUHQ¶VVHUYLFHV$7UDQVLWLRQ3roject Lead was appointed to develop policies, work with 
commissioners and ensure the new service could operate alongside the existing CYP service without 
compromising the existing care being delivered to either children and young people or young adults.  
 
The intentions of the new service were to meet the needs of young adults with life-limiting conditions 
who were no longer eligible to attend purpose designed services for CYP with life-limiting conditions. 
)XUWKHUPRUHDV\RXQJDGXOWVWKHFKLOGUHQ¶VIDFLlity was entirely inappropriate for them. Unfortunately 
though, few young adult appropriate short break services exist in the United Kingdom. Most young 
DGXOWVWKHUHIRUHUHPDLQHGDWKRPHZLWKWKHLUSDUHQWVDQGHLWKHUUHFHLYHGVKRUWEUHDNVLQROGSHRSOH¶V 
homes, or in long-stay units alongside adults recovering from an acquired brain injury, or received no 
access to a short break service outside the home.  
 
The UK Care Quality Commission approved the proposal to extend the existing CYP service by 
providing young-adult specific facilities such as a separate young-adult lounge, dedicated bedrooms, 
and outside sport facilities. The pilot project provided funds for these developments as well as the 
DSSRLQWPHQWRIDGGLWLRQDOVWDIIWRGHOLYHUWKH\RXQJDGXOWVHUYLFHSURYLGHD\RXQJDGXOWV¶VRFLDOJURXS
D\RXQJDGXOWV¶FKDPSLRQDQGWRVXEVLGLVHWKHGD\-to-day costs of running the service.   
 
The design priorities of the young adult service were informed by user engagement from the outset, 
with young adults with life-limiting conditions being an ongoing part of the design and development 
team. At the time of this study (2012/13), 12 young adults accessed the service, all were very 
physically disabled, some were cognitively able and some were not; of those who were cognitively 
able, some were able to communicate verbally but some were not.  The number of short break places 
available at any time for use by young adults is based on the fact that overall there are only eight 
beds available and these are shared with the CYP service. Access and length of stay for each young 
adult is determined by an assessment of need that is conducted by the Department of Health and 
Social Care and Local Authorities. The staff: young adult ratio is a minimum if 1:1 during the day and 
2:1 at night. The living environment includes a specially adapted young adult lounge with a microwave 
oven, a computer suite and a wide screen television. A monthly Young Adult Group is facilitated by 
staff and during these meetings the young adults are encouraged to identify and request internal and 
external activities to enjoy during their short breaks (e.g. attending local football matches and visiting 
a local bar) which are then arranged and facilitated by the staff.   
 
The aim of the current study was to build on previous research and explore the views and 
perspectives of young adults, parents/carers and professionals engaged with the service to 
determine: 
o How the service was delivered,  
o How the service was experienced, and 
o What difference the service makes to the lives of young adults and carers  
  
Study design: A qualitative study to help understand the meaning and context of the service for 
participants (15, 16) 
2-Method  
2.1 Sample recruitment: Young adults were identified using an opportunistic sampling approach, 
parents and staff were then identified using snowball sampling (15). 
Inclusion criteria:  
x Young adults who were registered with the service and able to communicate their views using 
verbal and/or non verbal means 
x Parents/carers of young adult service-users  
x Health or social-care staff working with the service 
 
A letter of invitation to participate in the study was sent to all families currently engaged with the 
service, and all staff currently working in the service.  
 
2.2 Data collection 
Semi-structured individual or focus-group interviews were conducted with participants, depending on 
their preferences. Interviews or focus groups were held at a time and place convenient to the 
participants; some chose to be interviewed in a quiet room in the service (with no service staff 
present, thereby ensuring anonymity), others chose to be interviewed in their own homes.  Discussion 
was based on topic guides (Appendix 1) designed to stimulate discussion, gain insights and generate 
ideas in order to pursue topics in greater depth (15).  Interviews were conducted by [author 1 and 2] 
who had previous experience of conducting research interviews and of working with vulnerable young 
adults with limited communication abilities. All interviews were digitally recorded and later transcribed. 
 
Individual interviews were conducted with two young adults and four mothers; three individual 
interviews and two focus group interviews were conducted with a total of fifteen health or social care 
professionals currently associated with the service. Interviews were held at a time and place 
convenient to participants and digitally-recorded and transcribed.  
 
2.3 Data analysis 
Data were analysed using the Framework Technique (17-19). This method sits in a thematic 
methodology, is systematic, thorough and grounded in the data but also flexible and enables easy 
retrieval of data to show others, thereby providing a clear audit trail. Framework is a rigorous, matrix 
based method which allows movement back and forth between levels of abstraction without losing the 
PHDQLQJRIµUDZ¶GDWD(15). Key quotations were labelled and identified for later retrieval and reporting 
(20). In addition, Framework allows both between and within case analysis and involves a process of:  
· Familiarisation with the data 
· Identification of themes 
· Indexing 
· Charting 
· Mapping and interpretation 
 
2.4 Data quality 
Establishing the credibility of qualitative research increases the likelihood that findings will be applied 
to practice (21). The ultimate test of trustworthiness is whether we believe the findings strongly 
enough to act on them (22). By using these methods of data collection and analysis we were able to 
produce a richly detailed report for the funders, incorporating an audit trail of original interview 
transcripts, field notes, coding frames of key themes in the data and examples of charting according 
to thematic references. The research process was thereby made transparent thus enhancing its 
trustworthiness. 
 
2.5 Ethical issues 
Ethical approval was obtained from a local University Ethics Committee. Involving young people and 
young adults in knowledge creation in the delivery of health-care services is essential if their specific 
needs and preferences are to be addressed (23, 24).  Written and verbal information was presented 
LQDZD\ZKLFKZDVDSSURSULDWHIRUWKHSDUWLFLSDQWV¶DELOLW\DQGOHYHORIXQGHUVWDQGLQJ&RQVHQWZDV
obtained from all participants who agreed to enrol after receiving both written and verbal explanations. 
Whenever possible consent was written, however, both young adult participants were unable to write 
because of their disabilities; therefore, they provided verbal/non-verbal consent and observed an 
advocate of their choice sign the consent form on their behalf.  
 
Every effort was made to ensure that consent was informed and freely given by encouraging 
participants to take time to consider and to discuss the project with relatives or primary health care 
staff. All participants agreed to their interviews being digitally recorded and later transcribed and that 
the contents would only be shared with the research team.  In addition, families were assured by the 
independent researcher, and without service staff present that declining to enrol or later withdrawing 
would not jeopardise subsequent care by the service or relationships with health and social-care 
professionals. All transcripts were stored securely in accordance with local protocols.   
 
Anonymity and confidentiality were maintained at all times. Vulnerable clients have the same rights to 
confidentiality as any other person (25) and it was explained to all participants, that in order to protect 
confidentiality and anonymity all hard copy and computerised records would be stored in a locked 
filing cabinet and/or a password protected computer accessible only to the research team. After 
transcription, data were fully anonymised and links enabling individuals to be identified were held 
manually in a secure place, to be accessed only by the researchers when necessary to match up 
data. This was particularly important because the young adults may not have been in a position to 
challenge the way in which research findings about them were presented. In this study there was no 
potential for physical harm, indeed our experience from other studies, including our prior study of the 
views of families and staff in the short-break service for CYP with life-limiting conditions (14) is that 
family members and staff often enjoy the opportunity to talk in confidence about their experiences of 
care. However, any possibility of psychological exploitation was minimised by following the guidelines 
for conducting research with vulnerable groups and by providing the opportunity to talk in confidence 
with a Social Worker who was not a member of the research team, if needed. As far as possible the 
principles of beneficence and non-PDOHILFHQFHZHUHREVHUYHGDQGSDUWLFLSDQWV¶ULJKWVZHUHrespected 
at all times (26). Every effort was made to avoid invasiveness and intrusions into family life by 
arranging interviews at a time and place convenient to the family; and by trying to ensure that any 
benefits which may result from the study are greater than any potential disadvantages to the 
SDUWLFLSDQWV7RPDLQWDLQDQRQ\PLW\SVHXGRQ\PVDUHXVHGLQUHSRUWLQJSDUWLFLSDQWV¶TXRWDWLRQV 
2.6 Participants  
A total of 21 participants (comprising 2 current male services users aged 19 and 23 years; 4 mothers 
of current service users and 15 current service staff) agreed to participate in the study, representing 
an overall response rate of 29.5%.   Non-respondents were not contacted a second time.  Only two of 
those young adults who were able to communicate verbally agreed to participate.  A range of service 
staff were  recruited (4 nurses, 5  doctors, 3 support workers, 2 physiotherapists and 1 social worker), 
thereby facilitating a more inclusive understanding of service staff experiences (Table 1) 
[Please insert Table 1 here]  
Table 1: Characteristics of participating young adults and parents  
Young adults Parents 
x Ben aged 19 years who had used the 
CYP service and had transferred to 
the new young adult service when he 
was 18  
x Joseph aged 23 years who had used 
the CYP service until he was 18 
years old and became ineligible as 
the upper age limit was18. He then 
returned to the new young adult 
service that was the focus of this 
current study when he was 21 years 
old.   
x Alison, mother of Ben 
x Barbara mother of a young adult service-
user 
x Carol mother of a young adult service-user 
x Denise, mother of a young adult service-
user 
 
3 Results 
Data presented below are drawn from these interviews and represent the views of all those 
interviewed.  
 
 
3.1 Emergent themes 
7KHWKHPHVWKDWHPHUJHGZLWKSDUWLFLSDQWV¶LOOXVWUDWLYHTXRWDWLRQVDUHSUHVHQWHGEHORZ:LWKLQHDFK
theme findings are presented from the perspective of young adults and mothers and professionals 
(identified by their respective discipline, for example: Dr1, Nurse4, Support worker3). 
  
3.1.1 The need for a specialist short-break service: 
When talking about the need for the service and his prior experience of previously accessing the CYP 
Service, Ben recalled that it had involved his parents in:  
 
.. a lot of fighting to get a place [in the CYP service], it took about 18 months. (Ben)  
 
Both Ben and Joseph emphasised how much they had enjoyed and benefitted from their time at the 
CYP service and described their anxieties when they were approaching the age of 18. For example, 
Joseph recalled how worried he was as he approached the time when he would no longer be eligible 
for the CYP service:  
 
I thought I was just going to end up in a really bad [elderly] care home, which I kind of did  
 
Ben began to have short breaks in a care home for older people and those recovering from brain 
injuries. When asked about his experience there he said: 
 
:HOOLI,DPEHLQJKRQHVWLWZDVOLNHSULVRQ«LWZDVMXVWPLVHUDEOH,GLGQ¶WORRNIRUZDUGWR
going in.  ,WZDVWKHIDFW,ZDVVKXWLQDURRP7KHVWDIIGLGQ¶WUHDOO\KDYHWLPHWRWDONWRPHRU
anything  
 
The PRWKHUVZKRSDUWLFLSDWHGLQWKHVWXG\VDLGWKDWWKURXJKRXWWKHLUFKLOG¶VOLIHWKH\KDGQRWEHHQ
HQFRXUDJHGWRSODQIRUWKHLUFKLOG¶VWUDQVLWLRQWRDGXOWKRRGDVXQWLOUHFHQWO\FKLOGUHQZLWKOLIH-limiting 
conditions were expected to die in childhood.  
 
Changes in service provision and entitlements could affect some aspects of care even before the age 
of 18, for example, some services were no longer available after the age of 16 as Joseph explained:   
 
$IWHUWKHDJHRI\RX¶UHQRWHQWLWOHGWRDSK\VLR>UHJXODUSK\VLRWKHUDS\VHUYLFHV@\RX¶UHMXVW
HQWLWOHGWRVRPHRQHWRPDQDJH\RXUSK\VLRVRPHRQHZKRZLOOFRPHLQDQG«VKRZVRPHRQH
else how it [physiotherapy] is done.  
 This meant that once a child reached the age of 16 years their parents usually had to take on 
responsibility for administering their physiotherapy. 
 
Mothers, like Alison below, talked at length about the need for a short-break service that would meet 
WKHLUFKLOG¶VLQFUHDVLQJQHHGVIRUWKHUHVWRIWKHLUOLIHKRZHYHUORQJWKH\OLYHG 
 
Obviously \RXDUHFODVVHGDVDQDGXOWZKHQ\RX¶UHEXW>VRQ¶VQDPH@QHHGVIURPZKHQKH
ZDV\HDUVDUHWKHVDPH>DVWKH\DUHQRZ@DQGKH¶VQRZ(Alison) 
 
Mothers were annoyed that existing service provision [before the service was developed] did not 
usXDOO\DGGUHVVWKHIDFWWKDWWKHLUFKLOG¶VQHHGIRUVXSSRUWZDVOLNHO\WRLQFUHDVHUDWKHUWKDQGHFUHDVH
as they matured, and that additional health problems would be identified as their health condition 
deteriorated. This was emphasised clearly by Barbara: 
 
,IHHOLW¶VZURQJEHFDXVH\HVKH¶VEXWLVMXVWDQXPEHU«KLVFRQGLWLRQLVQ¶WJRLQJWRJHW
any better and it is getting worse (Barbara) 
 
Two mothers whose children had left the CYP service at the age of 18 described the difficulties they 
encountered when trying to find alternative short-break services to meet all their needs. Having 
searched for a suitable alternative service for three years after her son reached the age of 18, Alison 
found had none to meet his needs until accessing the service.  
 
Another mother, Denise, had been happy with the personal care provided by the alternative service 
but dissatisfied because there was only one nurse available to deliver clinical care for all residents at 
each shift: 
 
I could not fault them as carers when he was in respite at [name of service] but he never got 
RXWRQWULSV«LIDQXUVHOHIWWKHSODFHWKHUHZDVQRQXUVHOHIWWRFDUHIRUWKHRWKHUV7KHUH
ZRXOGEHPD\EHDFRXSOHRIERDUGJDPHVDURXQGWKHWDEOH«EXWWKH\GLGQ¶WKDYHDVHQVRU\
room and things to stimulate him 
 
Professionals also expressed concern about the dearth of suitable short-break services for young 
adults after leaving the CYP service at the age of 18:  
 
We did part company [with young adults when they reached 18] and crossed our fingers and 
hoped. (Social Worker1) 
 
Palliative care doctors emphasised that the service was more appropriate for young adults with life-
limiting conditions than the service provided at an Adult hospice: 
 [The service is] not palliative care as I understand it, [its] more about transition (Doctor1) 
 
Staff respondents highlighted that the staff-patient ratio in the service ensured provision of an 
individualised holistic care package, indeed one doctor explained:  
 
In hospitals there is not always the resources but in WKH><RXQJ$GXOWV@VHUYLFHWKHUH¶VD
SKLORVRSK\«LW
VDERXWWKHZKROHSHUVRQWKHZKROHIDPLO\DSSURDFK«VRPHWLPHVLQWKHVH
complex difficult situations [the whole family approach] is required and perhaps we're not 
always good enough at saying, actually I think we [the service] can do this better than the 
hospital setting..(Doctor3) 
 
At the service, patient and family-focussed care is arranged around the patient and the whole family; 
this includes social work support, bereavement counselling, complementary therapy and general care 
of the family during difficult times. 
 
Professionals reported that they were concerned because they are working with an emerging group of 
young adults with life limiting conditions that, until recently, would have died in childhood. Therefore, 
because no suitable short-break services previously existed, professionals have found themselves 
with the dilemma of supporting parents needing a break and of young adults being offered 
inappropriate services that they have not enjoyed. This means that parents could not benefit from the 
breaks due to feeling guilty and worrying about the quality of care provided in non-specialist services. 
Those who could not access the current service were described by staff as receiving only basic care 
in other services. 
 
There was a consensus amongst staff that limited provision of short-breaks for young adults was a 
major national problem. Some hospices offered a compromise, keeping young adults by default 
because there was nowhere suitable for them to transfer to. This meant, for example that adult 
patients in their mid thirties were sharing facilities with babies and young children or the elderly or 
those recovering from brain injuries, where staffing levels did not allow for quality time to be spent 
with the young adults.  
 
3.1.2 Decision making when using or delivering the service 
 
Discussion around transition was about young adults taking more control of decision- making about 
their health and living in the community, and parents relinquishing some control of these factors.  One 
of the first decisions that young adults and parents had to make when considering using the service 
was the fact that it is associated with and located next to an adult hospice.  Professionals were aware 
that tKHQDPHµKRVSLFH¶FDQRIWHQPDNHIDPLOLHVDQGFKLOGUHQIHHODSSUHKHQVLYHEHFDXVHRIWKHLUSUH-
conceptions that a hospice is a place where people go to die. However, once they had visited the 
service they were reassured by the fact that it was specifically designed to accommodate the needs of 
young adults with life-limiting conditions who may survive for many years, rather than older adults who 
were in the terminal stages of their illness.  
 
)RUH[DPSOH%HQDQG-RVHSKZKRKDGDFFHVVHGWKHFKLOGUHQ¶VVKRUWEUHDNVHUYLFHXQWLOWKH\
reached the age of 18 years) were pleased to have been asked to contribute to planning the young 
adult service; they had met with the architect when the new lounge area was being discussed, and 
were part of the consultation group for new policies and procedures.  When talking about the use of 
the lounge Joseph said: 
 
I agreed witKLW>SURSRVHGSODQVIRUWKHORXQJH@«LW¶VZRUNHGYHU\ZHOO 
 
Both talked enthusiastically about the twilight staff shifts [additional staff employed from 1800-0200 
hrs] that were introduced when the young adult service commenced and Ben said:  
 
«WKDW¶Vmade it better the fact that I can go out on a night and not have to be in for [staff] 
handover time at 9.00pm. 
 
Indeed, young adults were happy that they were involved in decision making on a daily basis, as Ben 
described: 
 
 I have had quite a lot of input and some support workers can also drive my [adapted] 
YDQ«VR,FDQGHFLGHRQWKHGD\ZKHUH,¶PJRLQJ%HQ 
 
All mothers were pleased that the young adults could choose when to have a short-break away from 
their parents/carers, for example, Carol reported: 
 
He gets the break away from home which is nice, getting away from every day life at home. 
Wonderful to be amongst his IULHQGVDQGPL[ZLWKWKHP«+H¶VGRHVQ¶WZDQWKLVPXPDQG
dad around him all the time. 
 
Mothers said that they and their partners also QHHGHGWRµUHFKDUJHWKHLUEDWWHULHV¶VRWKDWWKH\FRXOG
continue to be effective carers, and that this is very easy for them to achieve when their sons are at 
the service; mothers totally trust staff at the service who offer both clinical and social support. 
 
Mothers enjoyed the opportunity to relinquish the caring role whilst their child was in the service; this 
compared very favourably with their prior experience of taking their child to other settings such as 
respite homes or acute hospital wards. For example, they described medication errors occurring and 
DODFNRIXQGHUVWDQGLQJDERXWWKHLUVRQ¶VFOLQLFDOFRQGLWLRQE\Vtaff in other settings. These 
experiences meant that instead of a relaxed break, mothers felt worried and guilty about leaving the 
young adults. It appears from PRWKHUV¶¶DFFRXQWVWKDWQRRWKHUFDUHVHWWLQJRUKRVSLWDOFDQRIIHUWKH
high level of staff/young adult ratio that is available at the service. The lower staff/young adult ratio in 
other care settings does not instil confidence in the parents, as one mother, Denise reported: 
 
:HZHUHRIIHUHGDQROGSHRSOH¶VKRPH>EHFDXVHWKDW¶VWKHRQO\VHUYLFHDYDLlable] because he 
LVQRGLVUHVSHFWWRWKHHOGHUO\EXWP\VRQµVQRWDQROGSHUVRQKHQHHGVWREHDURXQGNLGV
KLVRZQDJHWREHDEOHWRJRRXWDQGQRWMXVWVLWLQDFKDLUDQGVWDUHRXWRIDZLQGRZ7KDW¶V
QRWZKDW,ZDQWIRU>VRQ¶VQDPH@DQGLIKHKDGgone there he would have seeped into 
GHSUHVVLRQVRWKDW¶VQRWJRRGIRUDQ\HDUROG,ZRXOGQ¶WHYHQOHDYHKLPIRUILYHPLQXWHV
HOVHZKHUH,GRQ¶WOHWDQ\ERG\HOVHGRKLVPHGLFDWLRQEXWZKHQ,EULQJKLPKHUH>WKHVHUYLFH@,
never worry). 
 
Staff generally felt that, when developing the service, they had been naïve about how the service 
would operate as they had not fully considered the importance of a shift in decision making from 
parents to young adults, and the need for policies, procedures and practices that would be different. 
They reflected for instance on how easy it was to forget about appropriate bedtime choices or about 
clothing, and emphasised the importance of: 
 
«WU\LQJWRNHHSWKHIRFXVRQWKH\RXQJDGXOW>DVRSSRVHGWRRQWKHSDUHQWFDUHU@LQcluding 
those with no speech at all and no method of communication, [whereas] we are still maybe 
speaking on behalf of them and hoping that this is what they want to do (Physiotherapist1) 
 
Staff sometimes struggled with sharing information about the young adult with their parents because 
of the fact that some parents believe that as their children are now adults they should be making their 
own decisions, but some parents did not share this view. An example of this dilemma was reported by 
a professional who had eQFRXQWHUHGDVLWXDWLRQZKHUHD\RXQJDGXOW¶VKHDOWKUDSLGO\GHWHULRUDWHG
while his parents were abroad on holiday and he did not want them to be notified about this:  
 
It was a really, really difficult situation because I think you try to look at it yourself as a mother, 
DQG,ZRXOG¶YHEHHQYHU\XSVHWDVDPRWKHUDEURDGNQRZLQJP\VRQZDVJHWWLQJD
DPEXODQFHWRFRPHDQGSLFNKLPXSLI,KDGQ¶WEHHQWROGUHJDUGOHVVRIKRZROGKH
ZDV«(Nurse3) 
 
The doctors participating in this study reported that they had no experience of working with the rare 
conditions that some young adults in the service are diagnosed with, as until recently young adults 
with these conditions did not survive to adulthood. 
 
I think the disability is not the challenge, I think with WKLVJURXSRISHRSOHLW¶VWKH[rare] 
conditions WKDWZH¶UHQRWIDPLOLDUZLWK(Doctor4). 
  
3.1.3 Challenges of staffing and financing the service: 
In the service, staff are able to spend a lot of time with young adults, this differed from the young 
DGXOWV¶H[SHULHQFHVZKHQWKH\KDYHEHHQKRVSLWDOLQ-patients: 
 
They [staff at the service] have got a lot more time than staff in hospital (Ben) 
 
Mothers¶JUHDWHVWFRQFHUQZKHQWKHLU\RXQJDGXOWVKDYHWKHLUVKRUWEUHDNLVWR know that their medical 
needs are being effectively met, as Barbara explained: 
 
7KHUH¶VDQXUVHWKHUHZKRZRXOGXVHWKHLULQLWLDWLYHLIKHQHHGHGWRJRWRKRVSLWDO«WKHUH¶VD
SK\VLR«WKHUHDUHSHRSOHWKDWPDNHKLPODXJK 
 
It was recognised that a key strength of the team at the service is its multi disciplinary makeup. 
 
When asked to describe what attributes nursing and non-nursing staff need in order to work 
effectively with young adults, Ben answered:   
 
They need to be cool 
 
When this was explored a bit further with mothers this meant that they had to relate to young adults in 
a way that was not patronising, recognising that they are working with adults whose needs may be 
different to non-disabled adults. For example, Alison explained: 
 
,W¶VDEOHQGRIEHLQJDEOHWRQXrture young adults, but also about being an adult with them  
 
Mothers discussed the cost of individual care packages and understand the pressures that health and 
social care services are under. There is a lot of pressure for parents to agree to short-breaks that cost 
much less than those provided by the service. Mothers agreed that it was hard to keep fighting the 
system but if advising others in the same situation they would say: 
 
 «KDQJRQIRUZKDW\RXZDQWDQGGRQ¶WJLYHXSWLOO\RXJHWLW 
 
Funding issues are a bit of a mystery to doctors who find it difficult to understand that commissioners 
will only pay one third of the cost of care in the service, whilst paying the full cost in other settings.  
 
3.1.4 0HHWLQJ\RXQJDGXOWV¶FRPSOH[QHHGVDQGSUHIHUHQFHV 
 
Stays at the service are special; as Joseph explained this is because: 
 
,FDQJHWDURXQGLW¶VDELJJHUSODFHPRUHWRGR7KHJDUGHQVDUHUHDOO\QLFH Just chatting 
ZLWKWKHVWDII«,OLNHDJRRGFKDW'LIIHUHQWIURPKRVSLWDOVWD\VEHFDXVHWKHUHLVPRUHWLPHDQG
LQKRVSLWDOLW¶VDOOUXVKHGWKH\¶YHJRWWRGRWKLQJVTXickly because they need to get to the next 
SHUVRQ«,W¶VOLNHKRPH>WKHVHUYLFH@DKRPHDZD\IURPKRPH 
 
One mother said that as a result of her son being able to access short breaks, they [KHUDQGKHUVRQ¶V
father] had been able to enjoy doing other activities for their own benefit. Another mother had returned 
to work and taken holidays with her husband. Those with more than one child appreciated the time 
they have been able to give to their other, healthy child. Furthermore,  Denise reflected that others 
might think that the service would be a sad place, but actually it is always a happy place: 
 
,ZLVK,FRXOGSXWP\ILQJHURQZKDWPDNHVLWVSHFLDO«IURPWKHPLQXWH you walk in the 
GRRU«WKHUH¶VODXJKWHUJRLQJRQ 
 
Mothers were asked what the young adults would say if they were asked what they thought about the 
service and three proxy responses included: 
 
,W¶VIDQWDVWLFDEVROXWHO\IDQWDVWLF (Alison)«and« LW¶VKRPHIURPKRPH:RQGHUIXOWREHDPRQJ
friends (Barbara) DQG«,¶PGRLQJZKDWLVZLWKLQP\FDSDELOLW\«WKHDWPRVSKHUHLVKDSS\,W¶VIXQ 
(Carol)  
 
Staff reported that the most important thing that makes the service special is the high staff/young 
adult ratio which ensures  that staff have sufficient time to meet the young DGXOWV¶¶SK\VLFDOFDUHQHHGV
and to provide for their social needs also:  ,W¶VDELJWKLQJWKDWRQHWRRQH(Nurse). 
 
During development of the service, young adults had been the main focus and they had a strong 
voice which was listened to. The living space was developed through close consultation with them 
and the young adults are very proud of what has been achieved. The garden was later developed as 
more money was donated and again this was done in consultation with the young adults. Young 
adults can access physiotherapy, complementary therapy and have symptom control whilst having 
their short breaks. These are things that are not regularly available to them at home once they are 
adults: 
 
I think the social activities that have been tailor-made for them have far outweighed our 
expectations (Denise- mother) 
 
Doctors suggested that the ability to deal with medical, social, emotional and psychological issues 
under one roof is very special and unusual: 
.  
I would say that it [what the service provides] is successful, that it has done what it said on the 
WLQ«LWSURYLGHVRQJRLQJVXSSRUWIRU\RXQJDGXOWVZKRGRQRWKDYHDQ\WKLQJHOVHWKDWFDQ
DGGUHVVWKHLUQHHGVHLWKHUSK\VLFDORUHPRWLRQDO,WSURYLGHVDORWRIIXQ«DVZHOODVORRNLQJ
at what needs tweaking in their lives to keep them on top (Dr3)  
 
All staff agreed that these young adults are quite isolated at home; some staff would like to develop a 
day service which would allow young adults to attend the service more regularly with others living with 
similar challenges 
 
Professionals said that parents are very happy with the service but, as illustrated in the following 
quotation by a participating doctor, some professionals worry about what will happen when each 
young adult is no longer eligible to access the service:  
 
As some are living longer due to better management, [short break service] places should be 
offered up to age 30 (Dr5) 
 
3.1.5: Suggestions for how to improve the service  
 
Staff and mothers provided suggestions for how the service could be improved further, there were no 
suggestions for improvements from young adults. In particular many staff members and mothers said 
they would like the referral pathway to be amended to include young adults who do not need nursing 
care and those aged up to 30 years, and that the number of places available should be increased, 
because: 
 
There are limited places, limited availability for the number of children that fulfil the entrance 
criteria, and we feel that as [young adults with life-limiting conditions]  are living longer due to 
better management, places should be offered up to age 30  
 
 
Table 2 summarises other common suggestions arising from parent and staff interviews: 
 
Table 2: Suggestions for improving the service   
Have more young adults staying for short breaks at the same time to enhance peer support 
Build a separate unit for young adults 
Build a hydrotherapy pool 
Closer working with the CYP service and the adult hospice 
Investigate what would make access to an Occupational Therapist and Wheelchair Services easier 
If the capacity to offer overnight stays to more young adults cannot be realised, that an outreach 
service be developed 
Provide ongoing emotional assessment and support and guidance on accessing information and 
services to realise their personal aspirations..  
Provide emotional support for mothers, their partners and other children  
Provide specific training for staff in relation to working with adults with life limiting conditions, providing 
emotional support and acting as an advocate/key worker 
 
 
4 Discussion 
 Fraser et al (1, 27) reported a 44.8% increase in the prevalence of young people with life limiting 
conditions between the years 2000 and 2010. This highlights the importance of a national debate 
about the transition from child to adult services in order for transition to be a meaningful experience 
for all those involved. Based on our data, engaging young adults in decision making is clearly a 
positive finding from this study. An informed decision is one that is made well and is based upon a 
SHUVRQ¶VHYDOXDWLRQVRIDFFXUDWHLQIRUPDWLRQDERXWWKHDGYDQWDJHVDQGGLVDGYDQWDJHVRIDOOWKH
RSWLRQVDQGWKHLUFRQVHTXHQFHVLQDFFRUGDQFHZLWKWKHSHUVRQ¶VEHOLHIVDQGSHUVRQDO trade-offs 
between these evaluations(28). The action of involving young adults in planning the service 
demonstrated respect for their ability to articulate their personal needs and preferences despite their 
disabilities, and increases the likelihood that services will be tailored to the recipients¶ wishes rather 
than developed to meet the stated preferences of professionals or parents only (24).  
 
The theory of emerging adulthood (11) is a useful way of conceptualising the lives of people in the 
period between late teens and mid-to-late twenties in industrialised societies and is arguably a new 
term for  a new phenomenon. This is indeed the case for young adults with life limiting conditions who 
DUHIRUWXQDWHO\RIWHQ³OLYLQJORQJHUWKDQ\RXWKRXJKW,ZRXOG´DVUHSRUWHGE\DSDUWLFLSDQWZLWKDOLIH-
limiting condition in an earlier report by this team (29). This is reinforced by mothers and staff in this 
current study whose suggestions for improving the service included an amendment to the inclusion 
criteria so that young adults aged up to 30 years can access the service. 
 
Participants in the current study reported that transition planning had been absent or poorly 
coordinated; for most there were no equivalent adult health/social care services to transfer to. 
Consequently, transition from child to adult services was a time of uncertainty and anxiety for families. 
Moving to the service was a positive experience for the young adults as the building and the support 
model used recognised their adult status. However, they had unmet needs for emotional support and 
for accessing information and services to realise their aspirations. Mothers also had unmet emotional 
needs and were unclear of support available once their children reached adulthood. In addition, staff 
identified professional training needs in relation to working with adults with life limiting conditions, 
providing emotional support and acting as an advocate/key worker (10) (23, 30-32) 
 
As outlined in the introduction, few short-break services for young adults with life-limiting conditions 
exist in the UK and few studies have explored the subjective experiences of young adults, mothers 
and staff on the services that do exist. This qualitative study adds to the current literature by reporting 
the views and experiences of young adults using a pilot short-break service, their mothers and the 
staff involved in their care. The use of qualitative interviews and focus groups to gather information 
and framework analysis allowed the comparison of different respondent groups and the charting of 
emergent themes. 
 
It was a challenge to involve young adults in the development of the service (29)SDUWLFXODUO\DVµDGXOW
IRFXVVHG¶VWDIIKDGEHHQXVHGWRFRPPXQLFDWLQJZLWKSDUHQWVDQGFDUHUVUDWKHUWKDQWKH\RXQJDGXOWV
themselves for decision making. However, our findings illustrate that the young adults were especially 
pleased to be consulted and for their ideas and wishes to be acted upon. This is consistent with the 
new concept of Emerging Adulthood which is the period that focuses on ages 18±25 years. This 
concept supports the idea that emerging adulthood is a distinct period demographically, subjectively, 
and in terms of identity explorations. However, emerging adulthood exists only in cultures that allow 
young people a prolonged period of independent role exploration during the late teens and twenties 
(11) and this is a key goal of the young adult pilot service.  
 
Mothers¶JUHDWHVWFRQFHUQZDVWKDWWKHLUFKLOGVKRXOGUHFHLYHVKRUW-breaks in an environment that 
meets their medical and emotional needs, that they enjoy a good time and that the whole family would 
benefit from the family-centred care provided (7)  
 
All professionals felt families benefit from the service. However, in the current difficult financial climate 
there was concern about whether the service would extend beyond the pilot phase. Our findings will 
inform the wider Transition agenda as did an earlier report (29) which described in detail the setting 
up of the short break service for children with life limiting conditions. During the pilot phase of the 
Young Adult service, there has been wide recognition that young people with life-limiting conditions 
are reaching young adulthood in greater numbers. This trend is set to continue; the Care Quality 
Commission is currently conducting targeted Transition inspections looking at the transfer of child to 
adult health services and has highlighted the need to make plans for this group sooner than currently 
occurs (33). 
 
There are several gaps in the existing service provision for young adults with life limiting conditions 
which the current study has highlighted and discussed from the perspective of young adults, mothers 
and staff. This pilot service cannot currently accommodate anyone over the age of 25 as it would not 
be appropriate to increase the age range under the current arrangements. Furthermore, providing an 
appropriate building is only one aspect of developing support for young adults. A different model of 
VXSSRUWLVWKHUHIRUHQHHGHGRQHZKLFKSURPRWHV\RXQJDGXOWV¶LQGHSHQGHQFHDQGSURYLGHVHPRWLRQDO
support for them, while continuing to support parents and siblings. Potential solutions would be for 
service commissioners to prioritise this growing cohort of young adults who would previously have 
died before reaching adulthood,  and for more hospices to play a role in transition support and 
coordination. 
 
 
Limitations 
 
It was not possible to elicit the views of non-verbal young adults. As in other studies (34, 35) this is a 
weakness but in-depth interviews with those who can participate, in the way this study has done, can 
only increase the knowledge needed to develop services for this group. Further research involving 
creative research designs that are supported by assistive technologies would help address this 
challenge. We were unable to recruit fathers or male carers due to none being available at the time of 
the study. However, our previous work has demonstrated the importance of involving fathers in 
research about their use of health services for and with their children (36-38), so future research is 
needed that includes the views of fathers as well as mothers.  Several staff who were interested in 
participating in this study said they were unavailable due to other commitments, in future, telephone 
or digital interviews may be a preferred approach for those people (39). 
  
5 Conclusions 
The service was viewed very positively by all study participants, yet all expressed concern over what 
will happen when these young adults are no longer eligible to use the service. The service cannot 
currently accommodate anyone over the age of 24 as it would not be appropriate to increase the age 
range under the current arrangements. Furthermore, providing an appropriate building is only one 
aspect of developing support for young adults. A different model of support is needed, one which: 
educates staff on the most appropriate approaches to support young adults with life limiting 
conditions; SURPRWHV\RXQJSHRSOH¶VLQGHSHQGHQFH and provides emotional support; while continuing 
to support parents and siblings. Hospices could also play a role in transition support and coordination. 
 
Acknowledgements 
We are very grateful to the young adults, their parents and the professionals who generously gave 
their time to the study; the Big Lottery Fund for financial support, and Dr Ann Macfadyen, Northumbria 
University for assisting with the study 
  
References 
1. Fraser, L.K., Miller, M., Hain, R., Norman, P., Aldridge, J., McKinney, P.A. and Parslow, R.C. 
Rising national prevalence of life-limiting conditions in children in England. Pediatrics. 2012, 
129(4), pp.e923-e929. 
2. WHO. The second decade: improving adolescent health and development. Geneva: World 
Health Organisation, 2001. 
3. Cameron, L., Neece, B., Kraemer, R. and Blancher, J. Transition: Satisfaction and Family Well 
Being Among Parents of Young Adults With Severe Intellectual Disability. Journal of 
Intellectual and Developmental Disabilities. 2009, 47(1), pp.31-43. 
4. Knafl, K. and Gilliss, C. Families and Chronic Illness: a Synthesis of Current Research. Journal 
of Family Nursing. 2002, 8, pp.178 - 198. 
5. ACT.  ?,ŽǁƚŽ ?ŐƵŝĚĞ ?ŵŽǀŝŶŐŽŶƚŽĂĚƵůƚĐĂƌĞƐĞrvices - young people with life-limiting and 
life-threatening conditions. London: Association of Children with Life Threatening Illness, 
2009. 
6. Coad, J., Kaur, J., Ashley, N., Owens, C., Hunt, A., Chambers, L. and Brown, E. Exploring the 
Perceived Met and Unmet Need of Life-Limited Children, Young People and Families. Journal 
of Pediatric Nursing: Nursing Care of Children and Families. 2015, 30(1), pp.45-53. 
7. Shields, L., Zhou, H., Pratt, J., Taylor, M., Hunter, J. and Pascoe, E. Family-centred care for 
hospitalised children aged 0-12 years. Cochrane Database Systematic Review. 2012. 
8. Crowley, R., Wolfe, I., Lock, K. and McKee, M. Improving the transition between paediatric 
and adult healthcare: a systematic review. Arch Dis Child. 2011, 96, pp.548-553. 
9. Sawyer, S.M., Afifi, R.A., Bearinger, L.H., Blakemore, S.-J., Dick, B., Ezeh, A.C. and Patton, G.C. 
Adolescence: a foundation for future health. The Lancet. 2012, 379(9826), pp.1630-1640. 
10. Kirk, S. and Fraser, C. Hospice support and the transition to adult services and adulthood for 
young people with life-limiting conditions and their families: A qualitative study. Palliative 
medicine. 2014, 28(4), pp.342-352. 
11. Arnett, J.J. Emerging adulthood: What is it, and what is it good for? Child development 
perspectives. 2007, 1(2), pp.68-73. 
12. ĂƌďǇƐŚŝƌĞ ?W ? ?WĂƌƐŽŶƐ ?W ?ĂŶĚ^ĂŶĚĞƌƐ ?Z ?dŚĞWƌŽĐƌƵƐƚĞĂŶďĞĚƐŽĨĐŚŝůĚƌĞŶ ?ƐƉĂůůŝĂƚŝǀĞĐĂƌĞ ?
International journal of palliative nursing. 2012, 18(7), pp.318-319. 
13. DH/DCSF. Transition: Moving on Well. A Good Practice Guide for Health Professionals and 
their Partners on Transition Planning for Young People with Complex Health Needs or a 
Disability London: Department of Health & Department for Children, Schools and Families 
2008. 
14. Swallow, V., Forrester, T. aŶĚDĂĐĨĂĚǇĞŶ ? ?dĞĞŶĂŐĞƌƐ ?ĂŶĚƉĂƌĞŶƚƐ ?ǀŝĞǁƐŽŶĂƐŚŽƌƚ-break 
service for children with life-limiting conditions: a qualitative study. Palliative medicine. 
2012, 26(3), pp.257-267. 
15. Ritchie, J., Lewis, J., Nicholls, C.M. and Ormston, R. Qualitative research practice: A guide for 
social science students and researchers.  Sage, 2013. 
16. Maxwell, J.A. Qualitative research design: An interactive approach.  Sage publications, 2012. 
17. Ritchie, J. and Lewis, J. Qualitative Research Practice: A guide for Social Science Students and 
Researchers. 2003. 
18. Ward, D.J., Furber, C., Tierney, S. and Swallow, V. Using Framework Analysis in nursing 
research: a worked example. Journal of advanced nursing. 2013, 69(11), pp.2423-2431. 
19. Swallow, V., Newton, J. and Van Lottum, C. Research in brief. How to manage and display 
qualitative data using 'Framework' and MICROSOFT Excel. Journal of Clinical Nursing. 2003, 
12(4), pp.610-612. 
20. Bryman, A. Social Research Methods. Oxford: Oxford University Press, 2012. 
21. Seale, C., Giampietro, G., Gubrium, J. and Silverman, D. Qualitative Research Practice. 
London: Sage, 2004. 
22. Corbin, J. and Strauss, A. Basics of Qualitative Research. London: Sage, 2008. 
23. Bluebond-Langner, M., DeCicco, A. and Belasco, J. Involving children with life-shortening 
illnesses in decisions about participation in clinical research: a proposal for shuttle diplomacy 
and negotiation. Ethics and Research with Children (ed E. Kodish). 2005, pp.323-344. 
24. Swallow, V., Coad, J. and Macfadyen, A. Involving children, young people and parents in 
knowledge generation in health and social care research.  . In: Nolan, M. et al. eds. User 
Participation Research in Health and Social Care.  Buckingham: OUPress, 2007, pp.151-165. 
25. RCP. Guidelines on the practice of ethics committees in medical research with human 
participants London: Royal College of Physicians, 2007. 
26. RCPCH. RCPCH (Royal College of Paediatrics and Child Health) Ethics Advisory Committee. 
Archives of Disease in Childhood. 2000, 82, pp.177-182. 
27. Fraser, L., Miller, M., Aldridge, J., McKinney, P. and Parslow, R. Prevalence of life-limiting and 
life-threatening conditions in young adults in England 2000-2010. Final Report for Together 
for Short Lives. . 2013. 
28. Bekker, H.L., Winterbottom, A.E., Butow, P., Dillard, A.J., Feldman-Stewart, D., Fowler, F.J., 
Jibaja-Weiss, M.L., Shaffer, V.A. and Volk, R.J. Do personal stories make patient decision aids 
more effective? A critical review of theory and evidence. BMC Medical Informatics and 
Decision Making. 2013, 13(2), p.S9. 
29. Young, L. and Cameron, M. Living longer than you thought I would. . Newcastle upon Tyne: 
^ƚKƐǁĂůĚ ?Ɛ,ŽƐƉŝĐĞ>ƚĚ ? ? ? ? ? ? 
30. Bluebond-Langner, M., Beecham, E., Candy, B., Langner, R. and Jones, L. Preferred place of 
death for children and young people with life-limiting and life-threatening conditions: A 
systematic review of the literature and recommendations for future inquiry and policy. 
Palliative medicine. 2013, 27(8), pp.705-713. 
31. Bluebond-Langner, M. In the shadow of illness. Chichester, UK: Princeton University Press,, 
1996. 
32. Bluebond->ĂŶŐŶĞƌ ?D ? ?ĞůĂƐĐŽ ?: ? ?ĂŶĚtĂŶĚĞƌ ?D ? ? “/ǁĂŶƚƚŽůŝǀĞ ?ƵŶƚŝů/ĚŽŶ ?ƚǁĂŶƚƚŽ
ůŝǀĞĂŶǇŵŽƌĞ ? PŝŶǀŽůǀŝŶŐĐŚŝůĚƌĞŶǁŝƚŚůŝĨĞ-threatening and life-shortening illnesses in 
decision making about care and treatment. Nursing Clinics of North America. 2010, 45(3), 
pp.329-343. 
33. CQC. &ƌŽŵƚŚĞƉŽŶĚŝŶƚŽƚŚĞƐĞĂ ?ŚŝůĚƌĞŶ ?ƐƚƌĂŶƐŝƚŝŽŶƚŽĂĚƵůƚŚĞĂůƚŚƐĞƌǀŝĐĞƐ ? London: CQC, 
2014. 
34. SPRU. Together for Short Lives: The STEPP Project York: Social Policy Research Unit, 2012. 
35. Barks, L. and Shaw, P. Wheelchair positioning and breathing in children with cerebral palsy: 
study methods and lessons learned. Rehabilitation Nursing. 2011, 36(4), p.146. 
36. Swallow, V., MĂĐĨĂĚǇĞŶ ? ? ?^ĂŶƚĂĐƌŽĐĞ ?^ ?ĂŶĚ>ĂŵďĞƌƚ ?, ?&ĂƚŚĞƌƐ ?ĐŽŶƚƌŝďƵƚŝŽŶƐƚŽƚŚĞ
ŵĂŶĂŐĞŵĞŶƚŽĨƚŚĞŝƌĐŚŝůĚ ?ƐůŽŶŐ-term medical condition: a narrative review of the 
literature. Health Expectations. 2011. 
37. Swallow, V., Lambert, H., Santacroce, S. and Macfadyen, A. Fathers and mothers developing 
skills in managing children's long-term medical conditions: how do their qualitative accounts 
compare? Child: Care, Health & Development. 2011, 37(4), pp.512-523. 
38. Macfadyen, A., Swallow, V., Santacroce, S. and Lambert, H. Involving fathers in research. 
Journal for Specialists in Pediatric Nursing. 2011, 16(3), pp.216-219. 
39. Marr, S., Steele, K., Swallow, V., Craggs, S., Procter, S., Newton, J., Sen, B. and McNabb, A. 
Mapping the range and scope of emergency nurse practitioner services in the Northern and 
Yorkshire Region: a telephone survey. Emergency Medicine Journal. 2003, 20(5), pp.414-417. 
 
  
Appendix 1 
 
Topic guides used to guide interview discussion 
 
Introduction and Background  
All information shared during this research will be anonymised when reported unless 
information is shared that is of a nature that it must be shared to ensure the safety of 
the individual or others. At the beginning of interviews participants will be reminded 
that all conversations are confidential unless information that would compromise 
VRPHRQH¶VVDIHW\LVVKDUHG All interviews will be digitally recorded and transcribed. 
Information will be encrypted for storage purposes to ensure confidentiality. All 
recorded information will be destroyed when the research is complete 
 
Young Adult Interviews 
Introduction and Background 
1. Knowledge and understanding of the service 
x How did you first find out about the service? 
x What did  you know about the service before your first visit? 
x How was information given and by whom? 
x Having experienced the service, how would you describe the service to your friends? 
x Any anxieties /concerns about using the service 
 
2. Views and experiences in relation to the skill mix of staff  
x General e.g. what makes a good worker? 
x Qualities e.g. what should they be like? 
x Skills, e.g. what should they be good at? 
x Knowledge e.g. what should they know about? 
x Experience e.g what kind of things should they have done before? 
x Any particular concerns/anxieties about  
 ,PSDFWµVKRUWEUHDNV¶KDYHKDGRQDFFHVVWROHLVXUHDFWLYLWLHV 
x +RZZRXOG\RXGHVFULEHWKHOHLVXUHRSSRUWXQLWLHVDW6W2VZDOG¶V" 
x Any difference in your opportunities to access leisure activities since joining the 
service. 
 
4. Views on ZKDWPDNHVWKHVHUYLFHµVSHFLDOLVW¶ 
x Eg facilities, philosophy, staff skill mix 
 
5. Views on involvement in decision making 
x When did the you first hear about the service 
x How would you describe your feelings when the service was first mentioned?  
x What do you think are important factors in involving you and your family in decision 
making? 
6. Suggestions on how we can improve the service  
7. What difference does if any it make to you being able to access the service 
 
Parent Interviews 
 
Introduction and Background 
1. Knowledge and understanding of the service 
x How did you first find out about the service? 
x What did your young adult know about the service before their first visit? 
x How was information given and by whom? 
x Having experienced the service, how would your young adult describe the service to 
his/her friend? 
x Any anxieties /concerns about using the service 
 
2. Views and experiences in relation to the skill mix of staff  
x General e.g. what makes a good worker? 
x Qualities e.g. what should they be like? 
x Skills, e.g. what should they be good at? 
x Knowledge e.g. what should they know about? 
x Experience e.g. what kind of things should they have done before? 
x Any particular concerns/anxieties about  
 
,PSDFWµVKRUWEUHDNV¶KDYHKDGRQDFFHVVWROHLVXUHDFWLYLWLHV 
x How would your \RXQJDGXOWGHVFULEHWKHOHLVXUHRSSRUWXQLWLHVDW6W2VZDOG¶V" 
x $Q\GLIIHUHQFHLQ\RXU\RXQJDGXOW¶VRSSRUWXQLWLHVWRDFFHVVOHLVXUHDFWLYLWLHVVLQFH
joining the service. 
 
4. 9LHZVRQZKDWPDNHVWKHVHUYLFHµVSHFLDOLVW¶ 
x E.g. facilities, philosophy, staff skill mix 
 
5. Views on involvement in decision making 
x When did the young adult first hear about the service 
x How would you describe your feelings when the service was first mentioned?  
 
6 Suggestions on how we can improve the service. 
 
7.   What difference, if any, does it make to you being able to access the Service  
 
Staff interviews 
1. Knowledge and understanding of the service 
x %HIRUHWKHVHUYLFHRSHQHGZKDWSLFWXUHGLG\RXKDYHµLQ\RXUKHDG¶DERXWZKDWWKH
service would provide.   
x What is your current understanding and knowledge about what the service provides. 
x Does that match expectation 
x How was information given and by whom? 
x Having experienced the service, how would you describe it to, a friend, a parent?  
x Any anxieties /concerns about using the service for young adults 
 
2. Views and experiences in relation to the skill mix of staff  
x General e.g. what makes a good worker? 
x Qualities e.g. what should they be like? 
x Skills, e.g. what should they be good at? 
x Knowledge e.g. what should they know about? 
x Experience e.g. what kind of things should they have done before? 
x Any particular concerns/anxieties about the staffing, levels or skill mix. 
 
,PSDFWµVKRUWEUHDNV¶KDYHKDGRQDFFHVVWROHLVXUHDFWLYLWLHV 
x $Q\GLIIHUHQFHLQ\RXQJDGXOW¶VRSSRUWXQLWLHVWRDFFHVVleisure activities since joining 
the service. 
x Views on barriers and catalysts to accessing appropriate leisure activities. 
 
      4. 9LHZVRQZKDWPDNHVWKHVHUYLFHµVSHFLDOLVW¶ 
x Give examples  
x Does the service provide anything different from other residential services? 
x 9LHZVRQKRZWKHZRUGµVSHFLDOLVW¶LVSHUFHLYHGE\\RXQJDGXOWVIDPLOLHV
/professionals. 
 
5. Views on the young adults involvement in decision making 
x Views on how and when the young adult was involved in the decision about using the 
service.  
x Has there been enough involvement. 
x +RZZRXOGWKHSHUVRQGHVFULEH\RXQJDGXOW¶VIHHOLQJVZKHQWKHVHUYLFHZDVILUVW
discussed? 
 
6. Suggestions on how we can improve the service. 
 
7. What difference if any does it make to young adults being able to access the 
service  
 
 
 
 
 
 
